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Abstract
Objectives. Limited evidence investigates how knowledge, misconceptions, and beliefs about
palliative care vary across patients with cancerous versus non-cancerous chronic disease. We
examined the knowledge of and misconceptions about palliative care among these groups.
Methods. We used weighted data from the National Cancer Institute Health Information
National Trends Survey 5 (Cycle 2) for nationally representative estimates and logistic regres-
sion to adjust for respondent characteristics. We identified respondents who reported having
(1) cancer ([n= 585]; breast, lung, and colorectal), (2) chronic conditions ([n= 543]; heart fail-
ure, lung disease, or chronic obstructive pulmonary disorder), or (3) neither cancer nor other
chronic conditions (n = 2,376).
Results. Compared to cancer respondents, chronic condition respondents were more likely to
report being Black or Hispanic, report a disability, and have lower socioeconomic status. In the
sample, 65.6% of cancer respondents and 72.8% chronic conditions respondents reported they
had never heard of palliative care. Chronic condition respondents were significantly (p< 0.05)
less likely to report high palliative care knowledge than cancer respondents (9.1% vs. 16.6%,
respectively). In adjusted analyses, cancer respondents had greater odds of high palliative care
knowledge (odd ratio [OR] = 1.70; 95% confidence interval [CI] = 1.01, 2.86) compared to
respondents with neither cancer nor chronic disease; chronic condition respondents did not
have increased odds (OR = 0.96; CI = 0.59, 1.54).
Significance of results. Disparities in palliative care knowledge exist among people with
non-cancerous chronic disease compared to cancer. Supportive educational efforts to boost
knowledge about palliative care remains urgent and is critical for promoting equity, particularly
for underserved people with chronic illnesses.

Introduction

Palliative care is an approach to care that can be delivered by primary care and/or specialist-level
(e.g., oncology) providers to support patients and their families facing chronic illness across the
disease continuum (Breitbart and Alici 2014). Patients receiving palliative care can be seen for
outpatient services, need not to homebound, and can receive curative treatment. Globally, every
year, close to 40 million people need palliative care, and yet only about 3 million can access
the palliative care they need (Connor and Gwyther 2018; Knaul et al. 2018). Consequently, on
average, 18 million people die with avoidable pain and suffering. The discrepancy between need
and actual access to palliative care is due to a myriad of issues that include (a) lack of access
or late referral to palliative care, (b) lack of health professionals trained in palliative care, and
(c) limited knowledge about palliative care by those in the general public and patients (Connor
and Sepulveda Bermedo 2018). To this latter point, a growing number of studies explore the
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value and need for patients to be aware of palliative care andwhat it
can offer themwhile livingwith serious, life-limiting illness (Check
et al. 2020; Langan et al. 2021).

In recent years, there has been significant growth of palliative
care both as a medical specialty and as an important approach
to care delivered by multiple provider types. Despite increased
awareness of palliative care within certain health-care settings like
oncology, those living with serious illness often lack knowledge
about what palliative care is and what its care can offer to improve
their quality of life.There is also poor awareness in the general pub-
lic about palliative care, which can lead to missed opportunities
in seeking this beneficial service when it becomes needed or use-
ful to receive (Huo et al. 2019). Consequently, lack of knowledge
and even misconceptions (e.g., equating palliative care only with
end-of-life care, in the last days or weeks of life) can have negative
impacts on how patients and their families access needed care to
improve quality of life (Bakitas et al. 2015; Bookbinder et al. 2005;
Chan et al. 2016; Lo et al. 2009; Temel et al. 2010).

Independent of which type of provider offers palliative care to
their patients, there has also been growing momentum to advocate
for and provide early engagement with palliative care in oncol-
ogy settings. In fact, integration of palliative care in the treatment
of patients with cancer has resulted in more effective symp-
tom management, improved patient understanding of their dis-
ease and prognosis, more timely transitions to hospice, decreased
chemotherapy use near the end of life, higher levels of patient and
family satisfaction, and even improved survival (Kavalieratos et al.
2016; Quinn et al. 2020, 2021).

However, while the integration of palliative care with oncology
services progresses, disparities in access to palliative care remain
for individuals with non-cancerous chronic disease (Kavalieratos
et al. 2016; Quinn et al. 2020). Inaccurate knowledge, negative
beliefs, and misperceptions about palliative care among people liv-
ing with non-cancerous chronic diseases may inhibit early interest
in, communication about, and integration of palliative care fol-
lowing illness diagnosis. Combined, these factors can present as a
potential barrier to care that can make a difference in the quality
of life of chronically ill patients who may experience high physi-
cal and psychological needs that could be effectively addressed by
palliative care.

There is limited evidence investigating how knowledge, mis-
conceptions, and beliefs about palliative care vary from those with
cancer compared to thosewith non-cancerous chronic disease such
as heart failure and non-cancerous lung disease and even among
the general public without serious or chronic illness. In this study,
we chose to examine heart failure and non-cancerous lung dis-
ease as they are among the top 5 chronic diseases that account
for two-thirds of all deaths in the United States (Raghupathi and
Raghupathi 2018).

The overall aim of the study was to examine knowledge of
and misconceptions about palliative care. We had 2 objectives to
address our aim. Our primary objective was to examine knowledge
about palliative care across groups with serious, life-limiting illness
(i.e., people with cancer compared to non-cancerous chronic dis-
ease). In addition, in these 2 groups, we addressed whether among
those who were aware of the term “palliative care,” misconceptions
exist regarding the goals and beliefs about palliative care (e.g., fre-
quently conflate palliative care with hospice or end-of-life care).
Our secondary objective was to explore palliative care knowledge
among those with cancer and non-cancerous chronic disease com-
pared to those in the general public without life-limiting illness.

Methods

Using free and publicly available survey responses by the National
Cancer Institute in the U.S. (https://hints.cancer.gov/), we ana-
lyzed data from the Health Information National Trends Survey
(HINTS). HINTS is a nationally representative dataset (collected
biennially since 2003) about cancer-related information (Nelson
et al., 2004). There are 14 iterations of the HINTS dataset. The
survey was submitted to the National Institute of Health’s Office
of Human Subjects Research and was considered exempt from
institutional review board. This exemption extends to all 14 iter-
ations of the data from 2003 to 2020. For this specific study, we
used the HINTS 5, Cycle 2 survey in (2018), which included a
battery of questions specifically about palliative care, designed
to highlight knowledge, attitudes, and health information about
cancer.

Of 3,504 survey respondents, 59 were excluded due to incom-
plete outcome information. A total of 585 respondents reported a
history of cancer (e.g., breast, lung, and colorectal cancer). Other
than cancer, a total of 543 respondents reported having a spe-
cific non-cancerous chronic disease health condition such as heart
failure or lung disease (e.g., chronic obstructive pulmonary disor-
der). Of the total survey respondents, those with neither cancer
nor chronic disease were included in the regression model as the
referent group (n = 1696).

Demographics and disease characteristics

HINTS (via mailed questionnaire) also collect respondent back-
ground on the following demographic characteristics: gender,mar-
ital status, census region, age, race/ethnicity, health status, educa-
tion, insurance type and income.Their disease type, chronic illness
or cancer, was also reported. Rural respondents were identified
using the 2013 Urban-Rural Classification Scheme for Counties
(>5).

Knowledge of palliative care

The main outcome was self-rated palliative care knowledge.
Respondents were asked the question, “How would you describe
your level of knowledge about palliative care?” with the response
options being, “I’ve never heard of palliative care,” “I know a little
bit about palliative care,” and “I know what palliative care is and
could explain it.” Knowledge of palliative care was dichotomized;
responses of “I know what palliative care is and could explain it”
were allocated a value of 1, while the other responses were grouped
together and allocated a value of 0.

Goals of palliative care

Respondents were asked to indicate their agreement with 4 dif-
ferent potential goals of palliative care: (1) “Help friends and
family to cope with a patient’s illness,” (2) “Offer social and emo-
tional support,” (3) “Manage pain and other physical symptoms,”
and (4) “Give patients more time at the end of life.” They rated
their agreement with each item on a four-point Likert scale,
which included the options “Strongly Agree,” “Somewhat Agree,”
“Somewhat Disagree,” and “Strongly Disagree,” or could select an
option of “Don’tKnow.”Higher scores indicated greater respondent
agreement.
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Beliefs/misconceptions about palliative care

Prevalence of misconceptions regarding palliative care was
assessed only among respondents reporting knowledge of pal-
liative care. Respondents reported their level of agreement with
several beliefs about palliative care on the same 4-point Likert
scale (or the option of selecting “Don’t Know”) that they ranked
goals of palliative care.They indicated their level of agreement with
5 beliefs, including “Accepting palliative care means giving up,”
“It’s a doctor’s obligation to inform all patients with cancer about
the option for palliative care,” “If you accept palliative care, you
must stop other treatments,” “Palliative care is the same as hos-
pice care,” and “When I think of palliative care, I automatically
think of death.”Misconception was defined as a response of “some-
what agree/strongly agree” to each of the following 4 items: (1)
“Accepting palliative care means giving up,” (2) “If you accept pal-
liative care, you must stop other treatments,” (3) “Palliative care is
the same as hospice care,” and (4) “When I think of ‘palliative care,’ I
automatically think of death.” The outcome “Any misconceptions”
indicated the presence of any one of the 4 misconceptions about
palliative care evaluated in the survey.

Statistical analysis
We accounted for complex sample designs in variance estimation
using repeated sampling with 50 jackknife replicate weights that
was developed and recommended for HINTS analytics (HINTS 5,
2018). Equivalence of group characteristics was tested using the
Wald test of observed weighted counts.

We estimated the association between non-metro/non-urban
dweller status and knowledge of palliative care using multivari-
able logistic regression, adjusting for respondent characteristics.
We used complete case analysis and excluded respondents miss-
ing information on covariates (N = 680). Characteristics with
high missingness were excluded from regression analysis due to
small numbers of respondents in non-metro/non-urban dweller
areas (English proficiency, sources of medical information, health
status, and insurance status) as well as variables with high multi-
collinearity (income). Models controlled for geographic variation
using fixed effects for census division.

Results

Table 1 shows the demographic characteristics of respondents in
the cancer and non-cancerous chronic disease groups (n = 1,128).
Across both samples, there was an even split across gender (55.1%
females and 44.9% males). Compared to those with cancer, those
with non-cancerous chronic disease were less likely to be married,
more likely to be under age 50, more likely to be non-Hispanic
Black or Hispanic, andmore likely to report a disability.Those with
non-cancerous chronic disease were also more likely to have lower
socioeconomic status as measured by education, access to health
insurance, and household income.

Knowledge about palliative care

Respondents answered 3 items to describe their level of knowledge
about palliative care. Most respondents reported they had never
heard of palliative care, 65.6% among cancer and 72.8% among
chronic conditions respondents (see Fig. 1). Respondents in the
non-cancerous chronic disease group (n = 543) were significantly
less likely to report a high level of palliative care knowledge (e.g.,
knowing what palliative care is and being able to explain it) than

Table 1. Characteristics of respondents ever diagnosed with cancer compared
to other non-cancerous chronic disease

Chronic disease Ever had cancer

Respondent
characteristics N = 543 N = 585 p-value

Demographics

Female 55.06 55.06 0.9997

Married 45.18 57.77 0.0187

Rural 3.20 4.95 0.2626

Age 0.0002

18−34 17.45 5.17

35−49 25.16 11.74

50−64 26.84 33.09

65−74 17.68 26.03

75+ 12.87 23.98

Race/ethnicity, % 0.0015

Non-Hispanic
White

68.22 82.12

Non-Hispanic
Black

8.48 5.00

Hispanic 17.30 9.38

Other 6.00 3.50

Health status

Disability
reported

16.95 7.76 0.0056

Poor health 7.39 5.41 0.3765

Education level 0.0503

Less than high
school

13.40 4.92

12 years 21.73 27.80

Some college 41.53 40.46

College 23.34 26.82

Health insurance

None 6.08 2.59 0.0724

Medicaid 24.48 15.29 0.0460

Household income 0.0052

<$35,000 40.76 28.65

$35,000 to
<$75,000

33.14 35.80

More than
$75,000

26.10 35.54

Notes: Survey weights were applied to reflect national estimates for responses. Percentages
are among nonmissing responses for each variable.

respondents in the cancer group (n = 585), (9.1% non-cancerous
chronic disease group vs. 16.6% cancer group, p< 0.05).

Goals about palliative care

The majority of respondents in both groups similarly agreed about
the goals of palliative care, except for the goal “To give patients
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Figure 1. Knowledge of palliative care for respondents with non-cancerous chronic disease or ever had a cancer diagnosis.
Note. Misperceptions and beliefs are evaluated among 371 respondents with any knowledge of palliative care (and endorsed “agree” or “strongly agree” to survey items).
Respondents in the non-cancerous chronic disease group were significantly less likely to report a high level of palliative care knowledge (e.g., knowing what palliative care is
and being able to explain it) than respondents in the cancer group.

more time at the end of life.” This goal was endorsed by 70.7%
of respondents with non-cancerous chronic disease compared to
59.4% of respondents with cancer (Table 2).

Beliefs about palliative care

We also assessed misconceptions about palliative care among
respondents (N = 371) who endorsed having any knowledge of
palliative care (i.e., endorsed either item of “I know a little bit about
palliative care” or “I know what palliative care is and could explain
it to someone else”). A total of 62.7% of respondents in the can-
cer group compared to 58.2% of respondents in the non-cancerous
chronic disease group endorsed greater misconceptions; however,
this difference was not significant (Fig. 1).

Regression results

Our secondary objective was to compare the 2 groups with can-
cer or chronic disease to persons with neither cancer nor chronic
disease. Results of regression analyses indicated that, after control-
ling for available respondent characteristics (e.g., age, race, health
status marital status, health insurance, and socioeconomic status),
the differences in palliative care knowledge between groups was
significant (see Table 3). Compared to respondents with neither
cancer nor chronic disease, respondents with a history of cancer
had greater odds of high palliative care knowledge (odd ratio [OR]
1.70; 95% confidence interval [CI] 1.01, 2.86). However, odds of
palliative care knowledge in the non-cancerous chronic disease
groups were similar to respondents without chronic disease or
cancer (OR = 0.96; CI = 0.59, 1.54).

Discussion

Overall, results from our study using a nationally representative
sample suggest that knowledge of palliative care was quite low
across all respondents, including those with cancer, those with
other non-cancerous chronic diseases, and those with neither. In
addition, differences and disparities in palliative care knowledge
were seen among those with non-cancerous chronic disease com-
pared to individuals with cancer. Specifically, compared to people
with cancer, people with non-cancerous chronic disease were less
likely to report knowledge of palliative care.Moreover, after adjust-
ing for socioeconomic and other factors, respondents with chronic
non-cancerous diseasewere nomore likely to know about palliative
care than people without cancer or other non-cancerous chronic
disease.These findings have significant implications for health-care
systems not just within the United States but also more globally
as chronic disease is the leading cause of death and disability and
a cost driver in annual health-care spending (Daniels et al. 2014;
Hoover et al. 2002; Patel et al. 2011).

More fact-finding as to the reasons why these differences in
knowledge exist is important. One potential reason for the lack
of knowledge about palliative care found in this study is that this
approach to care is not being discussed as an option in chronic
care management for serious illnesses like heart failure and lung
diseases (e.g., chronic obstructive pulmonary disorder). Yet, poor
knowledge about palliative care was also seen among patients with
cancer. Knowing little about palliative care means that those who
would benefit from this approach to carewill continue to needlessly
suffer from the pain associated with serious, life-limiting illness. In
fact, research suggests that 75% of patients living and coping with
any type of serious, life-limiting illness can benefit from palliative
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Table 2. Goals and beliefs about palliative care among respondents with any
knowledge by condition

Chronic Ever had cancer

N = 164 N = 207

Goals of palliative care %

Help friends and family cope with
a patients’ illness

95.3 93.6

Manage pain and other physical
symptoms

97.7 96.7

Give patients more time at the
end of life

70.7 59.4

Offer social and emotional
support*

99.9 96.3

Beliefs about palliative care

Palliative care is the same as
hospice care

30.6 41.9

Accepting palliative care means
giving up

13.2 16.1

To accept palliative care, you
must stop other treatments

18.6 14.8

When I think of palliative care, I
think of death

46.4 48.4

It’s a doctor’s obligation to inform
all patients with cancer about the
option for palliative care

93.7 90.2

Notes: Percentages are weighted to reflect national estimates for responses, while N reflects
number of respondents. Goals of Palliative Care and Belief/Misconceptions were assessed
using Likert Scaling. Misconception about Palliative Care was defined as a response of
“somewhat agree/strongly agree” to the first 4 of the 5 listed items under Beliefs about
Palliative Care.

care, and yet only a minority, as low as 14%, receive this specialty
type of care (Etkind et al. 2017; McNamara et al. 2006).

These results also suggest that those living with non-cancerous
chronic disease might be facing several social disadvantages that
place them at risk for worsened health-care outcomes and poor
quality of life. It is well known that those with multiple and
diverse intersecting identities (e.g., across race, ethnicity, ability
status, education attainment, and income) are often marginalized
and experience health-care inequalities (Iannacone 2017; Love and
Liversage 2014). Individuals who are underprivileged are known to
underuse palliative care, often because the existing structural sys-
tems that exist in health care are too large to overcome (Belisomo
2018; Hlubocky 2014; Iannacone 2017). Not surprisingly, histori-
cal mistreatment of individuals who identify as a person of color
and those from underserved backgrounds is a health-care system’s
problem that influence mistrust and disillusionment. As a result,
receiving this approach to care may not be welcomed by patients
and families, so system’s solutions will be needed to illustrate the
benefit of palliative care and decrease inequitable palliative care use
(Johnson 2013).

In addition to assessing level of knowledge about palliative care,
we assessed goals and misconceptions about palliative care among
respondents who endorsed knowing at least a little about palliative
care. For the most part, non-cancerous chronic disease and cancer
respondents highly agreed that palliative care offers opportuni-
ties to help friends and families cope with illness, offer social and
emotional support, and provide pain and symptom management.
However, we found that, compared to respondents with cancer,

Table 3. Odds ratios of respondent characteristics associated with a high level
of palliative care knowledge

Characteristics Odds ratio p-value Confidence interval

Condition

Neither
disease

Ref NA NA NA

Chronic
disease

0.96 0.856 0.59 1.54

Ever had
cancer

1.70 0.045 1.01 2.86

Gender

Female 2.39 0.000 1.54 3.72

Age

35−49 2.36 0.004 1.33 4.17

50−64 1.96 0.021 1.11 3.44

65−74 2.09 0.023 1.11 3.93

75+ 1.39 0.466 0.56 3.45

Race

Non-Hispanic
Black

1.08 0.843 0.51 2.25

Hispanic 0.77 0.430 0.40 1.48

Other 0.94 0.862 0.48 1.86

Marital status

Married 1.35 0.074 0.97 1.87

Education

12 years or
high school

2.26 0.289 0.49 10.4

Some college 7.35 0.004 1.96 27.49

College or
higher

15.80 0.000 4.23 59.0

Insurance

Medicaid 1.02 0.958 0.46 2.28

Uninsured 0.54 0.125 0.24 1.20

Survey weights were applied to 2,824 respondents with nonmissing characteristics to reflect
national estimates for responses. High level of palliative care was defined as a response of
“I know what palliative care is and could explain it.”

thosewith non-cancerous chronic disease weremore likely to agree
that a goal of palliative care is to “give patients more time at the
end of life.” This finding is intriguing as palliative care is often and
inaccurately viewed as synonymous with end of life. A plausible
explanation for this latter finding may be attributed to a general
misunderstanding that any medical care treatment received by a
patient is intended to extend their life versus focus on their quality
of life.

Notably, cancer respondents also highly endorsed this palliative
care goal. It may be that the fixed ordering of the goals of pallia-
tive care items in the HINTS questionnaire resulted in a halo effect
as the first 3 items were highly rated overall across both groups
(Bogner and Landrock 2016). Additionally, high agreement of this
item may represent a positive yet inaccurate belief about pallia-
tive care (Taber et al. 2019). Lastly, regression results showed that
respondents with cancer weremore likely (i.e., have higher odds) of

https://doi.org/10.1017/S1478951523001141 Published online by Cambridge University Press

https://doi.org/10.1017/S1478951523001141


6 Katherine Ramos et al.

having palliative care knowledge compared to those with chronic
disease and those without. This finding is not too surprising given
the large push to integrate palliative care in parallel with oncology
to improve patient outcomes.

Strengths and limitations

The use of national survey data is a major strength of this study.
This rich data source provides generalizable information from
respondents across diverse demographics. There are limitations
that include the cross-sectional nature of this study, limitations to
sampling strategies including the survey being available in only
2 languages (i.e., English and Spanish). Moreover, cancer stage
and progression of chronic disease is not captured in HINTS sur-
vey data. This missing information may have influenced survey
responses (e.g., those with advanced cancer or disease may have
more knowledge of palliative care compared to those earlier in the
disease trajectory). Aswith any survey, some respondentsmay have
answered this survey in a socially desirable manner and/or inter-
pret individual survey items differently, which may influence the
results. Nonetheless, given that participant responses were entirely
anonymized and no incentives (in exchange of survey completion)
were offered, we anticipate social desirability to be low in our study.

Conclusion

Despite the known benefits of palliative care and the growing
availability of this approach to care across hospital care systems,
referrals and follow-up for palliative care remain low (Humphreys
and Harman 2014). Overall, across respondents, we found sig-
nificant gaps in knowledge as well as misunderstandings about
palliative care and what it offers. Particularly, most respondents
in both cancer and non-cancerous chronic disease groups in this
United States-based study had “never heard of ” palliative care.
Well-documented contributors to poor knowledge about pallia-
tive care include poor accessibility and availability of educational
content, referrer reluctance, and poor communication about the
benefits of palliative care (e.g., evidence that palliative care may
extend life) from inadequately trained health-care providers.

Gaps in knowledge were especially evidenced among those
who identified as racial/ethnic and sexual/gender minorities, were
from a lower socioeconomic status, and resided in rural areas.
Improving awareness and access to palliative care among chronic
disease groups is critical for promoting equity in health care and
end-of-life care. More research is clearly needed to elucidate con-
tributors to misperceptions for individuals with chronic diseases
who may inadvertently go without accessing care that can enhance
their quality of life. Educational efforts and outreach across mul-
tiple levels (e.g., patient, family, and provider) to target awareness,
knowledge, and beliefs about palliative care for underserved and
socially disadvantaged people livingwith chronic illness are impor-
tant next step. Systems solutions are needed. To this point, and
as an example, it may be of critical interest for non-palliative care
providers (e.g., in primary care) to consider their own understand-
ing and role in referring their patients early to palliative care.
Ideally, these efforts could also increase awareness about accessing
palliative care elsewhere (e.g., via telehealth) if such types of care
are unavailable locally.
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